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November 3, 1977

Hon. Harrison Williams, Jr.
Chairman
Senate Committee on Human ResOurces
4230 Dirksen Senate Office Building
washington, D.C. 20510

Dear Senator williams:

Enclosed are fifty (50) copies of the Final Report of the special
Study on the Definition of Developmental Disabilities which was conducted
in accordan~e with Section 301 (b) of Public Law 93-104.

As you are probably aware, the Developmental Disabilities Office
of the Department of Health, Education and Welfare awarded a contract to
Abt Associates Inc. to conduct the Independent Study of the Definition of
Developmental Disabilities through the project. A National Task Force on
the Definition of Developmental Disabilities was established under the
Chairmanship of Mr. Norman V. Lourie of Pennsylvania. The entire Task
Force, as well as many individuals and organizations throughout the country,
worked hard to contribute to the enclosed report. The final recommendations
lire those IIqreed upOn by the National Task Force.

My staff and I, as well as members of the National Task Force are
available to meet with you, members of your staff, or with the appropriate
subcommittees to discuss the reccxnmendations or to answer any questions
which you may have regarding the study.

It was our pleasure to be able to work on this study and we hope
that you will find the enclosed report helpful.

Sincerely,

Elinor Gollay, Ph.D.
Project Director

EG/cp

Enclosures

cc: Ms. Patria Forsyth
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Hon. Paul Rogers
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of the House committee on Interstate and Foreign COmmerce

2415 Rayburn House Office Building
Washington. D.C. 20515

Dear COngressman Rogers:

Enclosed are fifty (SO) copies of the Final Report of the Special
Study on the Definition of Developmental Disabilities which was conducted
in accordance w:l.th Section 301 (b) of Public Law 93-104.

As you are prob8hly aware. the Developmental Disabilities Office
of the Depart:ment of Health. Education and welfare awarded a contract to
Abt Associates Inc. to conduct the Independent Study of the Definition of
Developmental DiSabilities thmuo;rh the project. A National Task Force on
the Definition of Developmental Disabilities was established under the
Chairmanship of Mr. Norman V. LOurie of Pennsylvania. The entire Task
Force. as well as many individuals and organizations throughout the country.
1iOrked hard to cOntribute to the enclosed report. The final recollllllendations
are those agreed upon by the National Task Force.

My staff and I. as well as members of the National Task Force are
available to meet with you. members of your staff. or w:l.th the appropriate
sut>commi ttees to discuss the recalllllel1dations or to answer any questions
which you may have regarding the study.

It was our pleasure to be able to work on this study and we hope
that you will find the enclosed report helpful.

Sincerely.

Elinor Gollay. Ph.D.
Project Director

EG/co
'.

Enclosures

cc: Georqe E. Hardy, Jr •• M.D.
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DEDICATION

The att:ached report 18 dedicated to developmentally

disabled individuals who, however defined, were the primary

concern of all participants in the Study.

We hope sincerely that developmentally disabled

persons will be better served as a result of the recClllllllenda

tions and by considerations of the issues addressed in the

study. Task Force members, staff and many other contributors

qave their time and enerqy to produce this report with the

hope that a better effort will be made to identify those _t

in need of service •
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• Extensive knowledge of or experience with a range of
specific disability categories (including major disability
groups included as well as some not included in the current
definition of developmental disabilities);

• Geographic distribution, including all regions of the nation,
both urban and rural perspectives;

• Experience at different levels of the government;

• Different professions and academic specialities (e.g.,
physicians, educators, psychologists, etc.);

• Direct knowledge of different types of services and pro
grams (e.g., total service delivery systems, residential/
institutional care, advocacy services, vocational rehabil
itation, welfare, education, health);

• Different types of service providers (e.g., administrators,
direct care personnel, planners);

• Extensive knowledge of the problems and service needs at
different stages of life (e.g., neonatal, adolescent,
adult, elderly),

• Primary and secondary consumers and advocates for
consumers (e.g., disabled individuals, parents and volun
teers).

The Task Force met for three working sessions in order to discuss the

major question addressed by the study,

WHAT IS AN APPROPRIATE BASIS FOR A DEFmITION OF
DEVELOPMENTAL DISABILITIES (I.E., WHAT CRITERIA SHOULD
BE USED IN CHOOSmG A DEFmITION)?

While the primary focus of the study was to determine an appropriate

basis for a definition of developmental disabilities (part A of Section

301(b», the concerns of disabled individuals to be excluded from the

definition were kept in mind throughout the study. In addition, a number

of specific efforts were made to determine the relationship between the

definition of developmental disabilities and programs of federal and state

agencies which serve this group and which serve other handicapped persons.

A close examination of the issues raised by part B of Section 301(b) could

not, however, be conducted within the scope of the present study.

7



For the working sessions a variety of research and background

materials were prepared by staff for the Task Force members. Topics covered

included:

1. Issues surrounding the nature of the target group,
defining the criteria that should be applied in order
to determine who is included within the rubric "develop
mental disabilities;"

2. Definitions of the main issues that derive from the
nature of the current DD Program both as it is legisla
tively mandated and as it is actually operated, par
ticularly at the state level;

3. Concerns deriving from the broader context in which the
DD Program operates at the federal and the state levels:
and

4. Implications for populations included or excluded from the
definition.

Members reviewed these documents and consulted with a wide range of

individuals and organizations to enhance their own understanding. They

have worked together to ensure that ample consideration was given to the

many factors bearing on decisions, or which were be affected by recoumenda

tions.

Efforts were made throughout the study to solicit opinions from

the many individuals and organizations not directly represented on the

Task Force. A project description, a newsletter, and a feedback document

were mailed to over 500 persons and organizations. These materials were

distributed to provide information, to solicit reactions to the alternative

definitions under consideration by the Task Force and to obtain input on

a variety of issues fundamental to the definition. In addition, staff and

Task Force members attended a number of national meetings to provide infor

mation to people and obtain contributions to the effort.

This Report presents the final thinking and recolIDDendations of the

Task Force. It represents careful examination by Task Force members and

staff of the complex issues involved.

B
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2.0 RECOMMENPATION FOR THE APPROPRIATE BASIS FOR THE DEFINITION
OF DE'IELOPMENTAL DISABILITIES

This section contains the formal recommendation of the Task Force

concerning the appropriate basis for the definition of developmental dis

abilities. These recommendations are explicated in Section 2.2. Sec

tion 2.3 indicates who would be included and excluded from the proposed

definition. Section 2.4 gives a brief description of the steps the Task

Force took leading to the recommendations included in this section. In

Section 2.5 a minority recalllllendation of the Task Force is provided.

2.1 The Reco_ended Appropriate Basis for the Definition of
DevelOpmental Disabilities

The following is the reconmendation of the Task Force for the
appropriate basis of the definition.

For purposes of the Developmental Disabilities Act, a developmental
disability is a severe, chronic disability of a person which:

1) is attributable to a mental or physical impairment or
combination of mental and physical impairments;

2) is manifest before age 22;

3) is likely to continue indefin!. tely;

4) results in substantial functional limitations in three
or more of the following areas of major life acti vi ty :

II) self-care,
b) receptive and expressive language,
c) learning,
d) mobility,
e) self-direction,
f) capacity for independent living, or
g) economic self-sufficiency; and

5) reflects the need for a combination and sequence of special,
interdisciplina.rg, or generic care, treatment, or other services
which are

a) of lifelong or extended duration and
b) individually planned and coordinated.

9
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2.2 Explication of the Recommended Definition

The following explication of the recommended appropriate basis for

the definition of developmental disabilities provides a number of different

perspectives and types of information concerning the recOllllllendation. The

purpose of the explication is to clarify the intent of the recollllllE!ndation,

as well as to point out some of the reasons why the specific recommendation

Was made and some of the conceros which were expressed.

The elements of the recommendation each reflect the majority

opinion of the Task Force. In virtually no instances, however, was there

unanimity on a recamnendation. In all instances the Task Force members con

sidered as many options as possible: during the course of the stUdy they

investigated many issues around each option, reviewed background materials

designed to provide balanced perspectives on each issue, and finally made

the decision which each felt was in the best interest of the developmentally

disabled population.

This se.ction discusses the concerns and different points of view

which were expressed about each element in the definition in an effort to

reflect some of the complexity of the decisions which the Task Force had to

make, and to reflect true conceros which many members had even when they

basically supported the total set of recOllllllendations.

Some of the differences expressed were held more strongly than

others. The difference which was expressed IlIOst strongly centered around

the specification of impairments and categories of conditions. This view is

reflected in the minority report, Section 2.5. It is hoped that this expli

cation of the recODDllendations will provide readers with a better understand

ing of the intent, rationale, and conceros which the Task Force had about

each element.

The explication takes each of the phrases in the recolllllleIldation in

order.

10
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"ror purposes o~ the Developmental Disabili ties Act ... "

The first introductory clause delimits the legal scope of the defini

tion. The definition was developed primarily to meet the specific purposes of

this single federal/state program. The purposes of the Act, as stated in P.L.

94-103, were accepted as givens. It is intended to serve all aspects of that

Program, as identified.in the Act, including State Developmental Disabilities

Planning Councils, the National Advisory Council on Developmental Disabilities,

university Affiliated Facilities, Special Projects, and program standards. How

ever, the definition is not intended exclusively for these purposes, and as a

secondary consideration the definition is intended to be recognizable and usable

in a variety of clinical, professional, and federal and state program contexts.

" .•. a developmental eli.ability is ... "

The definition of "disability" is that developed by Saad Nagi* and

wh1ch is commonly understood in the professional literature. It is: a

form of inability or limitation in performing roles and tasks expected of

an individual within a social environment.

". ~ .. a SUbstantial, chronic ... "

These terms are used in a general, descriptive sense rather than as

technical criteria. They are included for emphasis, with the specific

criteria and qualifications listed in the following paragraphs.

".. . disabili.ty of a person which ... "

This phraseology is meant to convey the point that the term "devel

opmental disability" is not a general catch-all for an arbitrary collection

of existing labels attached to diseases, conditions, or synd~omes, such as

cerebral palsy or mental retardation. Mental retardation is not a developmen

tal disability per se. Some people with mental retardation, on the other

hand, have a developmental disability if their situation reflects all aspects

of the definition. The "developmentally disabled" are a group of people with

their experiences circumscribed by the definition. They are not defined

by statistical probability or by inference drawn from a clinical label.

*"Definitions of Pathology, Impairment, Functional Limitations and
Disability," based on a paper by Saad Z. Nagi, "Dis2"ility Concepts and
Prevalence," excerpted from National Rehabilitation Association, Mary. E.
Switzer Memorial Series No.1, May 1975.
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A developmental disability is characterized by the cumulative

effect of meeting all of the following criteria:

"1) Is attributable to a mental or physical impairment or a combination
of mental and physical impairments"

The term, "is attributable ton means that, broadly speaking, a phy

sical or mental impairment must be shown to have caused or to be intrinsically

bound up in the person' s disability. No technical requirement of clinical

etiology is intended. The specific terms, "mental ll and "physical" were

chosen because they are commonly used and accepted in the field--for

example, in the Vocational Rehabilitation legislation and Social Security

Act. The impairment requirement of the definition is intended to be very

broad and non-technical, extending to all neurological, sensory, biochemical,

intellectual, cognitive, perceptual and affective impairments. While the

term, "impairment" is intended to have the broadest application possible in

the mental and physical domains, it is not intended to include social pro

blems such as juvenile delinquency or substance abuse which are unrelated to

physical or mental impariment.

The language relating to combinations of physical and mental impair

menta is utilized to avoid the sterile debates of recent years over whether

a particular impairment should be characterized as physical or mental. In

many cases impairments are interrelated, falling into both domains.

The decision by the Task Force to describe developmental disabilities

in terms of impairments is closely related to another majority decision of

the Task Force not to list specific categories of disabling conditions in the

definition as examples of requirements. Language referring to impairments

as opposed to specific categories of conditions was used for the following

reasons:

• categories of conditions might be confusing, since people
might wrongly assume that any person with a condition
listed in the definition would have a developmental disabil
ity. Because the disability would have to meet all of the
other criteria specified in the definition as well, no cate
gory of condition would be automatically included or excluded
as a developmental disability.

• Categories might be divisive, potentially creating antagon
isms between groups representing conditions included in
the definition and groups representing excluded conditions.
Such division would be contrary to the Developmental Disabil
ities Programts ecumenical approach to meeting the common
needs of a subset of disabled people.

12



- • Identifying all conditions which might result in develop
mental disabIIIties would have resulted in a very long, yet
prvbably incomplete, list.

• The definition should lead to better access to services
and the appropriate use of services relates to capacity
for functioning rather than to diagnosis or other cate
gorical labels.

On the other hand, by deciding not to list categories, same of the

potential benefits of that approach are lost:

• Listing categories might help to clarify further for legis
lators the specific subset of the disabled population to
whom the definition refers.

• Most federal, state, and voluntary programs for the dis
abled groups have traditionally been organized around
specific categories of conditions. These groups might
find it easier to use the proposed definition if it were
based on a categorical approach.

• Listing categories would lend visibility and support to
those groups of disabled persons so identified.

• Listing categories provides greater continuity with the
current definition and could facilitate the implementation
at the state level.

"2) Is manifest before age 22"

The critical limitation introduced th=ugh the use of the term

"manifest" is that not only does the disability of the person have to have

its origin in the developmental period, but its manifestation as well. Only

persons who have a disability which ~ fact interferes with the person's

development by objective manifestation of the disability during that time

are intended to come within the scope of the definition.

The rationale for referring to manifestation rather than origination

was:

• There are many medical conditions which are genetically
determined or originate early in life, but are not manifest
until adulthood, including diseases such as multiple sclerosis,
Huntington 0 s chorea, stroke, and certain types of diabetes.
Persons with such conditions were considered to be signifi
cantly different in terms of their de"lopmental experiences
and service needs from those intended 0 be served by the
Developmental Disabilities Program.

• If age of onset referred only to origin, then an "administrative
nightmare II might occur--persons with various conditions mani
fest after the age specified in the definition would try to prove
that their condition originated prior to ~be age cutoff point

13



in order to be covered under the Developmental Disabilit·ies
Program.

The major thrust of this component of the definition is on disabil

ities manifest during the develOpmental period. There is, however, great

debate regarding what constitutes the developmental period. While there was

extensive sentiment expressed for the notion that development and maturation

are life-long processes, there was also a concern that the definition focus

only on disabilities manifest in childhood. Most experts maintain that the

needs of persons disabled in childhood are frequently quite different and

more intensive than those of persons disabled in adulthood. Disabilities

occurring in early childhood tend to interfere more with the individual's

opportunities for education, employment, and social relations than disabili

ties occurring later in life.

In order to focus on the uniqueness of disabilities manifest in

childhood, a specific age cutoff point was decided upon. It was recognized

that the age cutoff would not dramatically influence the size of the popula

tion. The specific tenn, "before age 22" was selected for the following
'<~ .:.

reasons:

• It represents a generally accepted end point of a primary matura
tional period, in that it is considered the age beyond which depen
dency is no longer generally considered acceptable or the norm.

• It is consistent with a broad variety of tax, Social
Security, welfare I educational, and vocational programs
which use this age as a critical point.

Task Force members realize that any specific age cutoff point is,
by nature, arbitrary. Some Task Force members felt that the age cutoff

should be lower in order to concentrate on those disabled earliest in life-

at birth or in the first fel< years of life. A large number of those whom

the Task Force intended to include would have manifestation early in life-

for example, prior to age 12 or even 8. By using a cutoff point as late as

age 22, certain types of disabilities might be included which are very

different from those arising earlier in childhood--for example, disabilities

arising in adolescence from emotional disturbances, sports, and car accidents.

There was a feeling that individuals disabled in a substantial way very

early in life, such that they never have an opportunity to develop certain

skills, are qualitatively different from individuals becoming disablsd later

in life.

14



On the other hand, some persons argued that the cutoff point should

be greatly broadened, or even eliminated, since the term "developmental"

implies lifelong onset or manifestation and there are developmental issues

throughout life. Also, persons disabled later in life hav~ similar needs

to those disabled earlier in life if the impairment and functional limitations

are similar..

"3) IS likely to continue indefinitely"

.The definition is intended to include disabilities the duration of

which we do not know, and not only disabilities which have~ themselves

to be of a chronic nature. The term, "likely" was selected to connote a

general and non-technical sense of probability.

The main concern expressed was the potential danger in phrasing

chronicity too negatively. Although Task Force members wanted to get across

the concept of extended or lifelong duration, they did not want to convey

thoughts of hopelessness or lack of potential for treatment and services.

The Task Force, therefore, took great care in the wording of the phrases

related to chronicity in order not to stigmatize those included in the

definition. On the other hand, care was taken not to imply that there

exists at the current time some panacea which could alleviate or eliminate

a developmental disability.

"4) Results in sybstantial functional limitations in three or more of
the followinq areas of major life activity:

a) self-care,
b) receptive and expressive language,
c) learning,
d) mobili ty ,
e) self-direction,
f) capacity for independent living, or
g) economic self-sufficiency."

One of the fundamental assumptions underlying this definition is that

it should focus on substantially disabled persons.. Since the term, "severel!

might promote confusion because of its use as a classification or label in

various tests and proqrams, the word "substantial" is suggested as a sub

stitute. The requirement that the limitation be "substantial" is intended

to be descriptive, not finely technical. However, the degree of functional

limitation in various task areas can be established e~Oher by documenting

significant variations from the norm on accepted measures of adaptive
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behavior, or by informed observation. The thrust of this element in the

definition is that the concept of substantiality is associated with a combin

ation of limitations in function. If a person is limited in only a small

number of areas, s/he should not be considered substantially disabled. Limi

tations in three or more areas of major life activity was suggested in order

to assure that a person's limitations are, in fact, substantial.

It is difficult and somewhat arbitrary to specify the number of areas

used to determine the substantiality of a disability. The question was

raised whether the requirement of limitations in three or more areas was

too stringent--would it screen out persons who should be included in the

definition? For example, should limitations in two or more areas be more

appropriate? It was decided, however, that a cutoff of two or more areas

did not sufficienUy emphasize the severe nature of the limitations of the

population of concern. '1'00 many mildly disabled people such as persons with

mild hearing losses or mildly retarded persons might be covered under a

two limitation requirement, which was not the intent of the Developmental

Disabilities Program.

The overwhelming majority of Task Ferce members felt that functional

limitations should be included as an element in the defin~tion and specified

in enough detail to help focus on the population of concern. "Functional

limitations" are based on the individual's inability to meet age-specific

expectations in certain performance areas. A three-year-old may not be pro

ficient in many critical performance areas (capacity for independent living,

for exampla) but if s/he is not substantially below the norm of the per

formance of three-year-olds for independent activity, then s/he is not

"functionally limited" within the meaning of the definition.

It is the intent of the definition to emphasize limitations in a

variety of broad areas of major life activity central to independent living.

The term, "major life activity" has a generally accepted meaning in the

disability field, and is specifically defined and utilized in other federal

programs (Vocational Rehabilitation Act) and in typologies currently

being developed by the National Center for Health Statistics.

It was important to select areas of limitation which were not only

central to illdependent living but were also readily measurable by scales,
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checklists, or other instruments III order to assist planners and adminis

trators in identifying the population of concern. The specific domains of

functions selected for the definition by Task Force members represent the

major areas of adaptive behavior which have been measured in existing

instruments in the field of developmental disabilities and related disci

plines.

Additional concerns related to the selection of areas of major life

activities include the following:

• The domains selected must be specific enough to help distinguish
the limitations of developmentally disabled persons from
the limitations of the broader set of all disabled persons;

• Even though the areas of functional limitation selected were
intended to be measurable, the st..te-of-the-..rt in functional
....essment is rel..tively new and un.ophistic..ted; this might
present problem. for planners ..nd pr..ctitioners f ..ced with
identifying, planning, and providing services for this popula
tion.

"5) Reflects the need for a combination and sequence of special, inter
disciplinary, ox generic care, treatment, or other services which ar~

a) of lifelong or extended duration, and
b) individually planned and coordinated."

The intent of this element is to demonstrate the need for a wide

array of services from a broad variety of providers in order to meet the

needs of developmentally disabled persons. The term, "combination and

sequence" is used to show that the nature of the disability being defined is

such ..s to require both more than a single major service at any point in

time~~ services in an orderly progression over a long period of time.

"Special services" are those provided specifically for disabled people, and

typically only for disabled people. The services provided by a school for

multiply-handicapped children would be an example. "Interdisciplinary ser

vices" are those which involve a blending of the approaches of a variety of

professional disciplines.* "Generic services" are those available to the

public at large which often through adaptation or training can be made fully

capable of serving disabled people on an integrated basis. Probably the

best example of a generic service which is more and more available to dis

abled people is our public schools.

*The related concept of interagency coordination was explicitly not
used because the Task Force did not want the DD population defined by th;-
nature of the existing service delivery system but only its needs for a
certain pattern of care.
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Services "of lifelong or extended duration" is intended to emphasize

the long-term need for services. It is recognized that many, if not most

of the people with developmental disabilities will have special needs

throughout their lives. Concern was expressed about the negative, self

defeating effect of labeling an individual as in need of services for life.

The use of the term, "extended" in addition to "lifelong" was to help avoid

the negative implications of specifying only need for lifelong services. It

is recognized that with proper service intervention, some developmenLally

disabled persons may not be in need of services for their entire lives.

The nature, number, and timing of the services needed by develop

mentally disabled persons is such as to require individualized planning

and coordination. At the system level, individualized planning and coordi

nation can be effected for a broad class of people only through planning and

coordinating services on an interagency and intersystem basis, among the

full range of education, health, welfare, housing, transportation, and

allied services. At the client level there is a need for the development of

an Individualized Habilitation Plan covering all service needs, as is

specified in the DO Act.

The element refering to need for services was the most controversial

and difficult to specify because the Task Force did not want to limit the

definition of a population by the need for a specific set of services yet

wanted to convey that inherent in the target population was difficulty in

being served.

2.3 Who Is Included and Who Is Excluded from the Proposed Definition:
A Comparison Between the Existing and the Proposed Definitions

The majority recommendation of the Task Force was that the appro

priate basis for the definition should be the characteristics of the dis

ability and its impact on the person's ability to function, not the specific

conditions or diagnostic categories of the individual with a disability.

The proposed definition, therefore, was intended to cut across a wide number

of specific diagnostic conditions to include a subgroup of individuals within

these categories of conditions who met certain criteria as spelled out in

the recommended wording.

The proposed definition was intended to cover everyone currently

covered under the definition and was also intended to add other individuals

with similar characteristics. Under the proposed definition individuals
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with the conditions currently listed in the law--autism, cerebral palsy,

dyslexia, epilepsy or mental retardation (listed alphabetically)--would be

included if they met the criteria of manifestation prior to age 22 (an

expansion of four years), expectation of continuing indefinitely, resulting

in a substantial functional limitation, and requiring multiple services for

an extended period. The Task Force felt that it was making clearer the

intent of the concept "developmental disability" by stressing the substan

tiality and chronic nature of the disability more strongly than it had been

stressed in the present definition. It was not their intent, however, to

exclude anyone who legitimately should have been included under the current

definition. Rather, the feeling was that some individuals might have been

inadvertently included under the present definition more because of their

having one of the listed conditions than because of meeting the additional

criteria enumerated in the definition. It was the Task Forces's understanding

that the intent of the current definition was to include only the most

severely handicapped within the categories of condition listed, but the

application has not always been consistent with this intent.

Also included under the proposed definition would be individuals with

physical or mental impairments or with specific diagnostic conditions not

previously listed in the current definition if the individuals meet the

criteria as listed. It is therefore reasonable to assume that a portion of

the popUlation with a variety of conditions would be added to the total

developmentally disabled population. No people with a specific condition

would automatically be excluded per se, just as no people with a specific

condition would automatically be included in the developmentally disabled

population.

The previous definition of developmental disabilities had a strong

emphasis on limited mental abilities similar to mental retardation. The

proposed definition of both the minority and majority recommendations allows

more clearly for physical as well as mental causes for a developmental dis

ability as long as it meets the other criteria as listed. There are three

ways in which it is possible to look at the additional individuals who would

be included:

l~ Additional persons with mental impaL.. ments: Under the proposed
definition, a small number of individual, with severe mental
illness would be included. Specifically, a small number of per
sons so severely ill in childhood or adolescence (beginning prior
to age 22) that they would have a poor prognosis for ever being
able to function independently, would be included. This would
include individuals with childhood psyc1 05is.

19



definition a small number of individuals who have a severe
physical impairment such as quadriplegia would be covered if th~t
physical impairment were of such severity that it resulted in the
type of functional limitations and need for services on a long
term basis which are described in the definition, and occurred
prior to age 22.

3. Additional disease categories or conditions:* Under the pro
posed definition individuals who have anyone of a number
of specific conditions might be included if they meet the
various criteria. For example, some individuals with spina
bifida, muscular dystrophy, learning disabilities, deaf-blindness,
etc. would be included. Once again it is important to emphasize
that the proposed definition is intended to cut across specific
categories of conditions, not automatically to include or
exclude them.

The Task Force did intend, however, that certain groups of individuals

be excluded from the definition. Individuals whose disabilities are mani-

fest during adulthood or who are not substantially disabled or not expected to

be disabled and in need of services for an extended period of time are excluded.

Not that these individuals would be excluded from needed services provided

outside the DD system per~. Indeed they are served by the same services as

serve the DO popUlation. Inclusion in the DO definition is in the spirit of

focusing attention on the group; increasing potential for getting them

served; getting them special attention because of their special needs;

guaranteeing that they are not lost. In addition, the Task Force explicitly

intended to exclude individuals whose impairments are primarily social in

nature, such as juvenile delinquents and substance abusers. Persons who might

have a physical or mental impairment as described in the above definition and

also suffer from social or economic handicap would be included because of

the other criteria in the definition.

An initial estimate of the size and characteristics of the develop

mentally disabled population according to the proposed definition is pre

sented on the following page. It is purposefully listed according to the

major categories in the current definition to facilitate a comparison. (NB:

In this draft these are very rough estimates which will be validated for the

final product.)

2.4 The Decision Process

At the third and final meeting of the Task Force a highly structured

decision process was followed to facilitate the large number of difficult

choices confronting the Task Force in making its final recommendation. This

*(These would be covered in the impairments mentioned above, but
this is a different way of looking at the additions.)
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ESTIMATE OF POPULATION TO BE SERVED WITHIN PROPOSED DEFINITION OF
DEVELOPMENTAL DISABILITIES

-
-

Mentally retarded (profound, severe, moderate,
a few mild)

Cerebral Palsy

Epilepsy (See Cormnission Report)

Autism

Learning disabled (chronic, socially impaired)

Percent Millions

.5° 1

.30 .6

.25 .5

.05 .1

.10 .2

Other severe chronic (e.g., deaf-blind, multiple
handicapped, deaf, osteogenesis imperfecta,
cystic fibrosis, spina bifida, muscular dystrophy) .20 .4

/,'1 D~

: two million
allowing for
overlaps

Proportion (%) of developmentally disabled among children will be somewhat
higher> than among adults because of:

1) mortality,
2} II graduation" after extended intensive service
3) variability in risk--"1ikely to bell becomes

more definitive as child grows older.

> maybe 50%
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one of which brought the- group closer to a picture of what the appropriate

basis for the definition of developmental disabilities should be. Every

effort was made to have binary decisions made by the Task Force: that

is, it was hoped that by keeping the choices to two options whenever pos

sible the problem of non-majority support for a specific recommendation could

be minimized. The process was developed by the staff based upon the work

which the Task Force had done during its first two working sessions. The

process was designed to facilitate the ability of the Task Force to make

decisions rapidly on points which had been discussed already at some length

during the first two meetings. Although the process was quite structured,

it was not imposed rigidly during the meeting. but was used flexibly.

The process began at the most general level with the Task Force

deciding which elements or components of a definition should be included, and

ended with a vote on a specific wording for the recommended definition.

The discussions which took place around each vote afforded members of the

Task Force an opportunity to express their reasons for or against a decision.

In Section 2.2 of this report explications are provided of the actual ele

ments of the final recommendation which provide expressions of intent,

rationale, and concerns.

A flow chart showing the basic decision process is presented on the

following page.

Seven major components of the definition had been identified and

discussed throughout the project. These elements are:

• Age of onset

• Chronicity

• Severity

• Functional limitations

• Impairments

• Service need

• Categories of diagnostic conditions

The first step was to take each of the elements and decide if it

would be included in the definition. Inclusion meant that the particular ele

ment would be mentioned as part of the appropriate basis for determining what

is or is not a developmental disability. The Task Force decided that the
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definition of developmental disabilities should mention as criteria for inclu

sion all the possible elements listed above except categories of conditions.

The second step was to take those elements which the Task Force

voted to include in the definition and decide if each would be included as

a requirement of a developmental disability or included as an example of

a developmental disability. The Task Force decided that all the elements

which were to be included should be requirements of a developmental disabil

ity. The element "age of onset" could only be included as a requirement.

At this step the Task Force made a decision regarding whether onset should

refer to origination only or manifestation only. The Task Force decided in

favor of manifestation prior to a certain age as a requirement rather than

origination only.

Step three involved deciding whether the reqUired elements all

needed to be present to constitute a developmental disability or whether it

would be possible for a subset of the elements to constitute a developmental

disability. The Task Force determined that a developmental disability is

a result of the cumulative effects of all the elements. *

The next steps of the decision process involved determining how each,
element in the definition should be described and used. There were, at this

point in the voting, six elements which had been determined to be cumulative

requirements of" a developmental disability: age of onset, chronicity,

severity, impairments, functional limitations, and service needs. The Task

Force decided that the concept of severity or substantiality should be

conveyed in part through the cumulative nature of the elements in the dis

ability and in part through the extent of a person's functional limitations

and in the types of services required. The Task Force felt that chronicity

or expectations of a long-term duration should be reflected both in the

nature of the overall disability or impairment, and in the need for services.

With the other four components of the definition, the Task Force decided

that all references should be made to specific impairments (mental and phy

sical), specific functional limitations and a specific age of manifestation

(before age 22). However, the Task Force felt that it would be inappropri

ate to mention specific services within the definition.

As the final step, a small drafting committee then worked on the

specific wording and the intent of the specific words chosen for the final

*This eliminated the need to go through step 4 of the process, as
displayed in the chart on the preceding page.
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recommendation. They wqrked from the decisions discussed above which had

produced an explicit set of elements which the majority of the Task Force

agreed formed the appropriate basis for the definition of developmental dis

abilities. The entire Task Force discussed and voted to adopt with minor

modifications the specific wording as recommended by the Drafting Committee.

This is the wording provided in Section 2.1 of this report.

2.5 Minority RePOrt of Members of the National Task Force on
Definition of Developmental Disabilities·

The undersigned members of the National Task Force on the Definition

of Developmental Disabilities agree with and support the proposed redefini

tion of "developmental dJ.sability" except Part #1 which states "is attribut

able to a mental or physical impaiz:ment or combination of such impairments."

The wording in Part #1 has the effect of dropping all identifiable categories

of disability from the definition. The twelve signers of the minority

report, the majority of whom are or have been responsible for interpretation

an" implementation of the developmental disabilities program at the state

and local levels, do not believe that the program can be successfully admin

istered without identifiable categories of disability. A generic defini

tion necessitates endless interpretation of who is or is not developmentally

disabled and serves to increase the potential for not serving those most

in need of services.

This minority report proposes the following substitution for Part

#1:

"Is attributable to mental retardation, cerebral palsy, epilepsy,
or autism; or is attributable to any other condi tion of a person
simdlar to mental retardation, cerebral palsy, epilepsy, or autism
because such condition results in similar impairment of general
intellectual functioning and adaptive behavior and requires treat
ment and services similar to those required for such persons."

Therefore i:t is the position of the signers of this minority report

that the definition not be based on the vague and all-inclusive phrase

"mental or physical impairment," but rather that the existing categorical dis

abilities named in the act be retained with a strong emphasis on serving

other individuals who meet the criteria of similar impaint,,-~nt requiring

·The Task Force agreed to the rule that at least 20% of the voting
members present at the final meeting (eight people) were required for a
minority report. There were specific votes on which a Substantial minority
disagreed with the Task Force vote but this report is the only one which
dissenting members felt warrented a separate report. Concerns of members
with other parts of the majority report are reflec~ed in the explication
given in Section 2.2



treatment similar to those required by categorical disabilities named in

the definition.

Therefore, the definition recommended by the minority report signers

reads as follows:

For purposes of the Developmental Disabilities Act, a developmental
disability is a severe, chronic disability of a person which:

1) is attributable to mental retardation, cerebral palsy, epilepsy,
or autism; or is attributable to any other condi tion of a person
similar to mental retardation, cerebral palsy, epilepsy, or
autism because such condition results in similar impairment of
general intellectual functioning or adaptive behavior and requires
treatment and services similar to those required for sucn
persons;

2) is manifest berore age 22;

3) is likely to continue indefinitely;

4) results in substantial functional limitations in three or more
of t,~e roll owing areas or major lire activity:

a) self-care,
b) receptive and expressive language,
c) learning,
d) mobility,
e) self-direction,
r) capacity ror independent li ving, or
g) economic self-sufficiency; and

5) reflects the need for a combination and sequence of special,
interdisciplinary or generic care, treatment or other services
which are

a) or lirelong or extended duration, and
b) individually planned and coordinated.

Signers of Minority Report

Geraldine Clark
Floyd Dennis
Joseph Drage
Dennis Haggerty

Dorothy MaCConkey
Jack McAllister
Mary Lou Munts
Raymond Ramirez
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3.0 USES AND CRITERIA FOR THE DEFINITION

The recommendations described in Section 2.1 above were made by the

Task Force based upon concepts which were discussed throughout the meetings

and which form the context for the work of the Task Force. These were:

1. Concepts about the uses for the proposed definition of develop
mental disabilities.

2. Criteria for the definition itself.

These uses and criteria are discussed briefly in this section.

3.1 Uses of the Definition

In order to arrive at a decision about the appropriate basis for

the definition of developmental disabilities, one of the most basic questions

to which the 7ask Force addressed itself was, why define? How is the

definition going to be used and by whom? To this end it was important to

look at the major purposes of the Developmental Disabilities Program,

since these different purposes may well imply somewhat different require

ments for the definition. Indeed, considerable confusion prevails about the

purpose or purposes of the DD Program (see Section 4.2. for more discussion

of this issue). In the brief discussion which follows we have identified some

of the primary purposes of the DD Program and the implied uses. users, and

requirements for the definition.

The chart on the following page summarizes the various purposes of

the DD Program and the implications of each purpose for a definition of devel

opmental disabilities. These implications include the majpr uses which a

definition might serve, the primary users of that definition, and some gen

eral requirements which the definition might meet. The information contained

in this chart is intended to be illustrative of, !!2! inclusive of, the

various requirements for a definition of developmental disabilities.

The purposes of the Developmental Disabilities Program (as derived

from the DD legislation and the perceptions of program staff) can be

regarded as at least: 1) comprehensive planning; 2) systems advocacy; and

3) service delivery to individuals through many programs. The specific

functions included in each of these purposes are described in the chart. As

can be seen, the service delivery purpose implies very different uses/users

than the comprehensive planning and advocacy purposes welch are quite

similar in scope.
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MAIN USES OF THE DEFINITION
,.

,
'"00

Program Purposes

11 Comprehensive Planning

• Defining and
describing tho tar-
get popula tion

• Defining target popu-
lation service needs

• Identifying/describ-
1ng a service deliv-
ery network for the
population

• Identifying gaps in
the delivery network

• Setting priorities
for act10n and finan-
cial allocation

2} Service Dolivery to
Individuals

• Individual Habilitation
Plans (Section 112)

• Protective and Advocacy
SerV1ces (Section 113)

J) Systems Advocacy

• Addressing interagency
gaps in service

• Seeding/supplementing
other agencies'
efforts

• Reforming laws and
administrative regula
tions

• Developing quality
assu~ance standards

Uses of Definition

Identification of Target
Population

Identification of Agencies
Serving Target Population

Identification of Constituen
CiAS

Eligibility Determination

Diagnosis and Evaluation

Identification of Target
Population

Identification of Agencies
Serving Target Population

Identification of Constituen
cies

Users of Definition

Planners

Demographers

Agency ~inistrator.

Service Providers

DO Councils

Clinicians
Physicians
Educators
Psychologists
Rehabilitation Counselors
Social Workers

Service Providers

Legislators

Agency Administrators

Service Providers

,

"

Require.ent for Definition

Identifies broad group of per
sons with 90Me common character
istics

Offers broad statement of
.ission

Compatiblo/congruent with other
agencies' and legislation's
definitions of disabled popula
tions

Flexible to ensure continued
responsiveness to changing
needs of target population

Precise

Measurable/Operational

Appropriate to available
resources

Identifies broad range of per
sons with some common charac
teristics

Offers broad statement of
mission

compatible/congruent with other
agencies' and legislation's
definitions of disabled popu
lations

Flexible to ensure continued
responsiveness to changing
needs of target population

I, .I I•



The information can be summarized as follows: different purposes

of the DD Program imply different users and types of definitions. Identify

ing the appropriate bases and criteria for a definition is dependent upon

the purposes and scope of the program and the intended uses of the definition.

If the definition is intended for service delivery purposes, it must be very

precise, measurable, compatible with existing resources, and related to the

fact that services are provided to the defined population. If the definition,

on the other hand, is intended to serve the Act's planning and advocacy

function, different requirements should be considered. This definition can

be broader and mOre flexible in its orientation than the definition for

service delivery, serving more as a statement of mission than a mechanism

for determining eligibility.

There are, in addition, a.nwnber of important potential users of a

definition of developmental disabilities outside the "DO Program II per se.

These include users of some of the other federal laws which have incorporated

the term "developmental disabilities" either in the statute or in the regu

lations; state agencies which have changed their titles from "mental

retardation II agencies to "developmental disabilities" agencies; and various

private agencies such as the Accreditation CoWlcil for Services for Mentally

Retarded and Other Developmentally Disabled Persons. In addition, when

a=iving at the appropriate basis for the definition, consideration must be

given to the impact which inclusion or exclusion would have on the disabled

person: will inclusion result in positive benefits of improved services or

in greater stigmatization; will exclusion from the target population result

in exclusion from needed services not available through any other source?

(Sections 5.9 through 5.11 provide some additional thoughts on implications

of alternative definitions.)

Changes Resulting from a New Definition

Thus, the users of the definit~ion, primarily those within the DD

Program but also those outside the program, need to be considered when

arriving at the definition. In addition to exploring what type of defini

tion each user might find most appropriate, it is also important to con

sider some of the implications brought about by simply a 'hange in the

definition--regardless of whether it is a change in a more or in a less

"usable" direction from the perspective of the many actors in the field.

29



Some of the prima:ry ways in which a change in the definition might have

implications for all types of users and populations follow:

• The size of the target population. The total number of persons
considered to be developmentally disabled may increase or
decrease depending upon the final decisions of the Task Force.

• The service 'or programmatic needs of the population. As a
result of changes in the definit~on it could be that additional
services are seen to be required (either within the DO program
or outside it) or that services previously identified as needed
no longer are needed.

• The number of identifiable constituencies. Regardless of whether
the size of the target population is increased or decreased, it
is possible that, for example, by either giving a "laund:ry list"
of specific impairments or by identifying only one area of
functional limitation, the number of organizations considering
themselves to be part of the constituency of the program might
change.

• The compatibilit:t: of the definition with other programs' defin
itions. Depending upon the particular approaches and/or quali
fiers which are selected by the Task Force, the final definition
can be either more o.r less compatible with definitions of other
disabled groups used for other purposes.

• The "labilit of services for included and excluded
populations. Changes in the target population cau ave;u-e
impacts on the services available to the disabled individuals who
are included or excluded within the term, both in terms of ser
vices provided directly through the DO Program and through ser
vices provided through related federal, state, and local programs.

• The potential stigmatization of individuals included in the
definition. Inclusion within the term "DOlt can be considered to
increase or decrease the perceived or real stigma attached to
disabled individuals, particularly if negative connotations are
associated with any of the specific words used in the final
definition.

To summarize, as each of the primary approaches and qualifiers is

examined there are two main questions which need to be kept in mind:

• Who will be the primary users and what will be the primary uses
of the definition, both within and outside the DO Program?

• What are some of the main changes which use of a particular
approach, set of apprcaches, qualifier or set of qualifiers might
bring about in terms of the DO Program, non-DO Program users,
and the disabled population?
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3.2 Criteria Which the Definition of Developmental Disabilities
Should Meet

The Task Force worked within certain basic criteria which the def-

inition of developmental disabilities needed to meet. These criteria

derived from the belief that the recommendation of the Task Force, while not

necessarily the final statutory language, should be designed as carefully

as possible to ensure that its intent was clear and that it was appropriate

for the uses to which it would be put, as discussed in 3.1 above.

The definition of developmental disabilities should be:

1. Appropriate for the mandated purposes of the Developmental Dis
abilities Program as understood by the Task Force. These
purposes are primarily focused around planning and advocacy,
but also include funding of same services in many states.

2. Appropriate for the development of sufficient constituency
support such that the common interests of the group defined can
be advocated and protected.

3. Technically sound in that it adequately and accurately describes
a population primarily on the basis of their shared character
istics and common needs which are appropriate and meaningful
outside of the immediate concerns of the Developmental Disabil
ities Program.

4. Potentiaily appropriate for use by programs outside the formal
Developmental Disabilities Program which have adopted the con
cept of developmental disabilities for their own agencies.

5. Sufficiently clear in its wording and its intent that it can be
readily understood, interpreted, and applied.
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4.0 POLICY CONCERNS

The Task Force was, of necessity, concerned with many broad policy

issues affecting the population which they were attempting to define. These

issues fell into two broad categories: (1) issues related to the develop

mentally disabled population and (2) issues related to the disabled population

excluded from the definition of developmental disabilities. A central con

cern for the Task Force throughout the study was that it draw a line around

a qroup of disabled individuals who are, by virtue of certain characteris

tics identified as the basis for the definition, different from other dis

abled individuals.

Although it was not possible for the Task Force to consider these

policy issues in depth, many were discussed as the members explored the pros

and cons of including or excluding individuals with certain types of disabil

ities or certain characteristics. Throughout these deliberations there was

an understanding that it was because of the extremity of their needs that the

developmentally disabled population needed to be differentiated from other

disabled individuals. The Task Force members realized that many individuals

excluded from the proposed definition share certain needs with the develop

mentally disabled population and are indeed served by the same programs.

However, the general consensus was that there was sufficient difference in

needs as a result of the criteria listed in the recommended basis for the

definition that, at least at the current time, separate attention within

the federal and state service systems is warranted so that the most sub

stantially severely handicapped persons are given such attention.

In this section brief discussions are provided of the underlying

concept of developmental disabilities policy concerns for the developmen

tally disabled, and implications for the non-developmentally disabled

population.

4.1 The Underlying COncept of Developmental Disabilities

The following statement indicates some of the basic precepts concern

ing the nature of the developmentally disabled population which underlie the

work which the Task Force did as it determined the appropriate basis for the

definition of developmental disabilities. Although there were areas of

disagreement among Task Force members, there was general consensus about these

underlying principles.
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1. Target population of the DD Program

a) The stated purposes of the Developmental Disabilities Act

were taken as given, although not necessarily agreed upon or accepted as

appropriate. The work of the Task Force took place within the limits of

the current Developmental Disabilities Act and its implementation in the

Federal system, although it was the hope of most Task Force members that the

program as a whole would be benefited through clarification of the defini

tion of developmental disabilities.

• The general intent of the Developmental Disabilities
Program is to ensure that the developmentally dis
abled population is better served.

• The main mechanisms to this end are planning and
coordination of services, individual and systems
advocacy I and demonstration of model service programs.

• The DO Program is not intended to be a service program,
but rather to be a mechanism through which the target
population achieves better access to existing programs
and through which new programs are developed where
existing Ones are inadequate.

b) The target population for the Developmental Disabilities Act

was the focus of the efforts of the Task Force. This target population is

a subset of the total population of individuals with disabilities. These

are distinguished from the total population of handicapped individuals through

certain common characteristics and needs which warrant special attention. It

was precisely to the issue of determining which characteristics of the popu

lation warranted that the group of individuals be identified with each other

and be identified separately from other disabled individuals that the Task

Force devoted its energies.

The developmentally disabled population can be distinguished from

other disabled individuals in part through characteristics of the individuals

themselves and in part through the responses of the cu=ent service delivery

system-to them. There is evidence that they are not adequately served.

The Task Force devoted its time to considering the common characteristics

of the individuals. Both aspects are reviewed here briefly. Further

elaboration of the characteristics of the population is provided in the

explication of the definition itself.
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2. Characteristics of the population

The target population of concern to the Task Force was seen as being

characterized by having the intensity of their impairment magnified by two

sets of conditions: first, it is a group of individuals who are disabled

early in life; second, it is a group of individuals who are substantially and

chronically disabled. There are many individuals who are disabled early in

life but who, because their disability is neither severe nor chronic are

not the population which was the concern for the Task Force. Similarly, there

are individuals who are severely and chronically disabled but who become

disabled relatively late in life and who therefore were not the focus for

the Task Force. The intersection of these two groups can be portrayed graph

ically:

-

Target

Disabled
Early

in
Life

Substantially
and

Chronically
Disabled

(The diagram is not an indication of the size of either group.)

FOCUS OF THE DD PROGRAM AND TASK FORCE

a) The target population of developmentally disabled

individualS are, in the broadest sense of the term, "developmentally"

disabled in that their disabili ties:

• OCcur while an individual is maturing and can
therefore be expected to have an impact on the
indi vidual's total development. In general
the concept is not one of loss of abilities,
but of never having had certain abilities.

Because of the occurrence during this period the disability

• Will impact on many other aspects of development
so that what might start as a single impairment
is likely to bring about difficulties in other
areas. Thus, a mental impairment might also
~t physical, social, and emotional as well as
intellectual development.

As a result of the large potential for multiplying in magnitUde and for

affecting many aspects of functioning



• Early intervention in the area of the original
impairment is required to impact both on the
original disability and to reduce the possibility
of other consequential disabilities.

b) The target population of developmentally disabled individuals

are substantially and chronically disabled. The characteristics given above

describe more individuals than are intended to be covered by the concept of

developmental disabilities as articulated for the Developmental Disabilities

program. Within the group of individuals having disabilities described above,

there is a small subset which is unique by virtue of there being present a

combination of the following factors, all of which warrant being identified

and advocated and planned for (if not necessarily served) separately:

• The substantiality of the handicap. That is, it
is a disability which will have a major impact
on the individual's ability to develop and function;

• The sustained nature of the impairment. That is,
the impairment is not likely to disappear or be
cured, but is likely to continue throughout the
individual's lifetime;

• The likelihood of the need for a multiplicity of
services over a prolonged period of time, not Just
the intervention of a single service or multiple
services for a short period;

• The likelihood that it will result in the individual's
having a lind ted abili ty to advocate for him or herself.

3. Characteristics of the Service Delivery System

Largely as a result of the characteristics described above, the current

service delivery program does not do a very adequate job of meeting the needs

of developmentally disabled individuals.

a) service agencies' traditional approaches are not oriented

towards meeting the unique needs of the target population. The traditional

approaches ei ther:

• Are organized around the needs of ~ single disability
group (i.e., mentally retarded persons or persons
with physical impairments) and provide either a total
range of services for a total population meeting
certain eligibility requirements or specialized
services for a relatively small group of individuals
narrowly defined by their specific ne"d; OR
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• Are organized around a single type of service
for a diverse group of individuals (e.g., housing,
health care payments, or education).

In either case, because of the relatively small size of the

target population and because they tend to be the most difficult to serve

with the least obvious measurable progress, the developmentally disabled

tend to be overlooked or ignored within the total target populations for

these agencies. In "deinstitutionalizingll and seeking least restrictive

alternatives, the DD population is the most difficult to move and tend to

remain behind.

As a result of this combination of individual characteristics

and service delivery system characteristics, the follo",ing summary statement

is presented.

4. Summary Statement

The developmentally disabled population of concern to the Task

Force is:

a) Substantially underserved, ill served, or unserved.

bl Thus the following combination is required:

• Comprehensive planning;
• Improved leverage on existing monies;
• Increased access to existing services;
• Interdisciplinary services frequently across

service systems;
• Advocacy on their behalf to ensure the above.
• Coordination of services at the delivery

point to ensure that needs are met.

4.2 Policy Concerns for the Developmentally Disabled Population

The mandate of the Task Force was to examine the "appropriate basis"

for the definition of developmental disabilities--that is, to determine the

basis for including or excluding individuals from the category of developmen

tal disabilities. It soon became clear that a unifying theme, indeed a pri

mary reason, for grouping together individuals under the rubric IIdevelopmental

disabilities" was their common needs. These common needs manifest themselves

both as a result of the common characteristics of the individuals and as a

result of the current service delivery system I s response to their character

istics. Developmentally disabled persons represent, wtihin the total group

of persons with disabilities, those individuals who are in many ways the most

difficult to serve, the easiest to overlook. The Developmental Dise~ilities

Act seemed to be a response to this cammon need.
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While the Task Force focused most of its energies on identifying a

group of individuals whose common characteristics warranted their being

grouped together, it also had to spend time considering the response of the

current service delivery system to the population of concern. The Task

Force members explored many aspects of the current problems in providing ade

quate service to the developmentally disabled population. Members drew

upon their own varied experience and upon some of the background materials

prepared as part of the Special Study. Making specific recommendations

about the service delivery system or about broader policies for the develop

mentally disabled population was outside of their mandate and not possible

to do within the time constraints. However, while the Task Force did not

formally consider reconunendations in these areas, they considered many

policy issues. Some of the main issues which were raised by the Task Force

in their deliberations are presented here.. These issues represent areas

which should be explored further, particularly by federal and state level

policy makers who are concerned with the target population.

This section addresses briefly four major issues which were of con

cern to the Task Force and which were discussed throughout the study:

1. There is a lack of clear responsibility at the state level for
care of the developmentally disabled population and lack of a
direct link between a state service program and a federal ser
vice agency for the total DD population and for its largest
group, the mentally retarded.

2. There is a lack of clear responsibility at the individual client
level for coordination and case management of the many services
which developmentally disabled individuals require.

3. There is a lack of correspondence between the major missions
of the Developmental Disabilities Program and i t:s actual
authority, both at the national and at the state levels.

4. There is a general lack of clarity concerning the purposes of the
Development Disabilities Program.

As can be seen, the first two issues have to do with the overall

structure of services for developmentally disabled persons ~t the feueral,

state, and provider levels.. The second two issues are concerned with problems

wi th the current Developmental Disabilities Program.
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1. - ack of clear res nsibi1i ty at the sta te level
for eaie of tbe~developmentallydisabled populat~on an a
lack of a direct link between a state service program and
a federa7 service agency for the DD population and its
largest group, the mentallq retarded.

In most states there is no single state operating agency with the

clear responsibility for the care of the developmentally disabled population.

In some states the Mental Retardation Agency has been retitled a "Develop

mental Disabilities Agency.1I In a few of these states the change in title has

represented an actual change in the target population for the agency: that

is, the agency now serves individuals with epilepsy, cerebral palsy, or

autism who are not retarded. However, in virtually all other states the

mental retardation agency cannot legally serve this population. Individuals

with epilepsy or cerebral palsy, for example, will unfortunately find that

many retitled "developmental disabilities" programs in reality are agencies

whose primary orientation is still towards mental retardation. Often non

mentally retarded persons are called mentally retarded in order to receive

se.t;Vices

In states which have not changed the target population for their men-

tal retardation program, individuals who have cerebral palsy but who are not -.;

retarded (for example) are virtually unable to locate any community residence

programs comparable to those which are being established for mentally retarded

persons. States which have changed their mandates are finding themselves

faced with the problem of retraining staff, adding new staff with new skills,

difficulties of changing the image and orientation of existinq services while

establishing new services for a previously unserved and frequently mis-

understood population, expanding mandates but not necessarily expanding bud-

gets, etc. As these agencies have expanded their target population to

include developmental disabilities other than mental retardation, individuals

with other similar disabilities exhibiting the need for similar services

(such as spina bifida or muscular dystrophy) increase their demands for

access to programs.

The state mental retardation agency comes closest in most states to

being the main service provider for a large segment of the developmental

disabilities population. It is interesting to note that the state mental

retardation agency is the one major state service agency which does not have

a direct counterpart at the federal level. There is no single federal aqency

which is the counterpart to the state mental retardation service system as

there are, for example, for the state education, (including special education)
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department, vocational rehabilitation, public assistance (including 551),

social service, health, mental health and housing programs. Increasingly the

federal Title XIX (Social Security Act) program (for expenditure of monies

under Medicaid for a wide range of health care including Intermediate Care

Facilities for the mentally retarded and other developmentally disabled)

is having an extremely strong influence on the s~ape of state mental retar

dation programs because many states are putting large amounts of their MR

funds into institutions to bring them up to ICF/MR standards, and are there

fore having a limiting effect on camnunity programs.

In sum, there are many disabled individuals who cannot now turn to

any single state agency as their primary source to provide or secure the

total range of services Which they need; as the case management link between

them and an array of services from multiple agencies. Developmentally

disabled persons, as those individuals frequently most in need of multiple

services and advocacy, are in a particularly vulnerable position as a result.

2. re is a lack of clear res nsibility at the individual client
level for coordination and case management of t e many serv~ces

which developmenrallq disabled persons requ2re.

The discussion so far has pointed out some inadequacies at the broad

systems level in serving developmentally disabled persons. Task Force mem

bers expressed the concern that at the individual client level there tends

to be a major case responsibility vacuum. Developmentally disabled persons

require services from different agencies and from different disciplines.

The lack of a single state agency with responsibility for their care mani

fests itself at the client level with a widespread lack of adequate caSe

management. While many (federal) entitlements exist for the population

(such as 94-142, the Education of All Handicapped Children Act, and Supple

mental Security Income), individuals who have mUltiple needs on a long-term

basis are likely to fall through the cracks. At the individual level some

type of "placement" agency or case management structure is needed. This

agency, in order to be effective, must have the capacity and authority to

access services for the DD popUlation. Same experiments in Pennsylvania

and Wisconsin should be watched closely. The DO Program, through the DO

Council's grants, could be used to fund model servic~ integration projects

on behalf of the developmentally disabled population. But this does not in

the long run substitute for an operating level entitlement system. While

the developmentally disabled population is far from being the only population
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requiring such service integration, the DD population need for multiple

services tends to be greater than for most populations and the ability to

access these multiple services tends to be less.

3. There is a lack of correspondence between the major missions
e Develo mental Disabilities Program under the present Act

and its actual authority, both at the national and state leve s.

Currently the intended focus of the DD Program (as articulated for

example in the statement by Marjorie Kirkland, which appears at the end of

Section 4.3) is planning and advocacy at the systems and individual levels.

Interest groups have maintained that only if the DO Councils have

approval power over federal program expenditure and state planning will

the DO Councils be effective in their systems advocacy and planning roles.

However, existing agencies point out that it is not reasonable to expect

a council of individuals serving in an advisory capacity outside of the State

operating systems, to provide an adequate and effective review of a complex

state plan such as that which is required in special education. This situa

tion becomes even clearer when the target population of the DO Program is

relatively narrowly defined and not necessarily seen as describing a popula

tion which warrants DD Council veto power over state plans intended for much

larger groups of individuals.

It seems unrealistic and perhaps inappropriate to expect that the DO

Councils as currently constructed will obtain approval power over all state

plans for operating agencies affecting the developmentally disabled popula

tion. On the other hand, if the program is to be effective as a systems

advocacy force, better mechanisms than currently exist will have to be

developed and implemented.

In addition, at the individual level, the newly established Protec

tion and Advocacy Systems could provide greatly enhanced access to services.

If the Protection and Advocacy programs are truly effective, they will begin

to accumulate a history of cases, the documentation of which could serve

as a powerful tool for the systems advocacy undertaken by the DO Councils.

However, the Protection and Advocacy system is currently inadequately funded

and will need a few years of operations before its true potential can be

realized. In addition, because it could be seen as threatening to existing

generic agencies, special care will need to be taken to ensure that its
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role is maintained and enhanced rather than dampened. Another major factor

is that inherent in most Federal program mandates and in the charge to

state operating agencies, there do exist other advocacy functions including

those carried by public service and legal services corporations funded by

Federal, state and local tax funds and by private funds.

4. There is a general lack of c~arity concerning the purposes
of the Developmental Disabilities Program.

A recurring theme throughout the conduct of the Special Study, both

from Task Force members and other interested individuals, was the lack of

clarity which exists concerning the purposes of the Developmental Disabilities

Program as currently structured. A major confusion exists around the issue

of service delivery: many persons see the primary mission of the DD Program

as being the provision of services to the target population. For these

persons, the small amount of money currently in the DD Program is being

spread thin enough now and the potential addition of other groups would

endanger those individuals currently covered. The belief that the DD Program

is a major service program for the population is reinforced by the situation

described above: despite the proliferation of funding sources at the federal

level and of operating agencies at the state level, there generally is no

single state agency responsible for delivery of services to the diSabled

population.

Other persons see the DD Program primarily as a planning and advocacy

system. They see its primary mission as mobilizing the resources which

exist in other state agencies towards meeting the needs of the target pop

ulation. As an advocacy force within the state, the program could expand

its target population without seriously jeopardizing its effectiveness.

Indeed, it could be argued that with a larger constituency it could be more

rather than less effective. Proponents of this position point out how small

the total amount of money is within the DD Program, but how effective that

money can be when used to leverage additional sources and to demonstrate the

effectiveness of model programs which generic agencies are reluctant at

first to try.

The DO Program, regardless of whether it is a service program or an

advocacy and planning program, is not clearly understood. As a result, inap

propriate expectations are widespread, with the resultan~ widespread dissatis

faction of unmet expectations. Many disabled individuals and groups of
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individuals, as evidenced by their strong desire to be included as "develop

mental disabilities," see the DO Program as an important one for meeting

their needs. Indeed, the program has been important in furthering the care

of the individuals included both directly through the funding of specific pro

grams and indirectly through increased visibility. Unfortunately,. the

precise benefits to be derived bY inclusion are not clearly understood by

many individuals.

In sum, an effort needs to be made to clarify the purpose of the

DD Program. As this effort is made, careful consideration should be made of

the various purposes which it could or should fulfill for a group of dis

abled individuals, and consideration should then perhaps be given to a new

focus for the program. At the current time it is not adequately funded or

structured to be a true service delivery program, yet it has not been suc

cessful at convincing people that it is primarily a planning and advocacy

program primarily because all other programs have no legal instruction that

the DO program is their coordinator.

A statement reflecting the official policy of the program, made to

the Task Force by Marjorie Kirkland, Deputy Director of the DOC, is attached

at the end of this chapter.

4.3 Implications of the Proposed Definition of Developmental Disabilities
for Individuals with Other Disabilities

Part (B) of the section of the Developmental Disabilities Act which

mandated the conduct of the study of the definition of developmental disabil

ities calls for an examination of "the nature and adequacy of the services

provided under other federal programs for persons with disabilities not

included in.•• [the recommended] definition."

Although it was not possible within the scope of the study to conduct

an in-depth analysis of the services, a number of specific efforts were made

to obtain infortllation about the nature and scope of =rent federal efforts

to serve persons with all types of disabilities. until the final recommen

dation was made by the Task Force it was not possible to identify who was to

be excluded from the proposed definition. The excluded population is dis

cussed in Section 2.4 above. Some of the implications of changes in the

definition of developmental disabilities as perceived by federal agencies

for their programs are described briefly in Section 5.10 below. Key federal

42

"

-

-



programs serving disabled persons are analyzed in Section 5.2 which iden

tifies who is covered.

Although no in-depth study was feasible, an effort was made within

the Special Study to determine the extent to which disabled individuals not

included in a potential definition of developmental disabilities are eligible

for services similar to those which are provided through the Developmental

Disabilities Program. It seemed most logical to focus on those specific bene

fits which disabled individuals are likely to receive through the DD Pro

gram:

1. Comprehensive state planning which identifies the service needs of
disabled individuals across all state agencies.

2. Review of state plans for use of federal monies to determine
their utility to the developmentally disabled population.

3. Establishment of specialized protection and advocacy services
within each state for the developmentally disabled population.

4. The development of individualized habilitation plans intended
to identify the total range of an individual's needs across
agencies and, potentially, throughout life.

5. Flexible monies for filling gaps and demonstrating innovative
programs at the state and federal levels.

6. State councils with mandated consumer representation which are
intended to be the main mechanism for ensuring that the above
purposes are carried out at the state level.

Virtually all these program elements are available in one form or

another through other federal programs which serve non-developmentally

disabled handicapped individuals. However, there are some unique aspects of

the Developmental Disabilities Program which are not available through any

other program. These unique aspects include:

1. A focus on a specific population with an emphasis on an examina
tion of the total needs both of specific individuals and of the
total population. This focus on the total range of needs across
agencies and across a speciEic set of services differentiates
the DD Program from 1110st of the other federal programs.

2. A focus on a specific population for its entire lifetime, not
just for childhood, or for its employable ye,-~s, or adulthood,
as do most other federal programs aimed at serving handicapped
individuals.

3. A focus on accessing generic services and filling gaps in these
services rather than on the establishment 0: a specialized program
providing a large amount of direct services.
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4. A special mechanism for providing protection and advocacy ser
vices.

1here does not now exist a comparable program for the remainder of

the handicapped population which can act as the focus at the state level for

their interests in the way the Developmental Disabilities Program is intended

to function. It is, however, difficult to assess the extent to which the

non-developmentally disabled population of persons with disabilities require

this type of program. It is precisely because of their unique characteris

tics that the developmentally disabled persons are seen as being more likely

than other disabled individuals to require comprehensive services through

out life; are most likely to be excluded from existing service programs

including those intended to serve handicapped persons, and are least likely

to be able to advocate on their own behalf to ensure that their needs are

met.
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THE PURPOSES OF THE DEVELOPMENTAL DISABILITIES PROGRAM

Marjorie Kirkland*

I would like to clarify an issue that has come up a nUlllber of times

today: that is, the relationship of this program to services. Yes, there

is money in the program for services. The way that the Developmental Disabil

ities Office sees the program, however (which gets translated quite differ

ently from one state to another), is that that amount of money is not

intended to provide all the services for all the developmentally diabled

people, no matter how big the bUdget ever gets, because that would really be

contrary to the purpose of the whole Act. We do not want a separate channel

of funds to the state to serve this population. That would continue the

traditional segregation that they have suffered for generations. What we

want to do is to get them into the service systems that the other people

use, as limited as they may be.

Now, statistics have been batted around about how much money has been

going into services versus how much is going into planning. The small amount

for planning is due to the fact that as yet we have been unable to convince

many states that the biggest payoff to the state is going to come from good

planning and less from the small, isolated service projects that they are

funding out of the handful of peanuts that we give them every year. If

they would put those peanuts into planning they could pry loose lots more

mney, even with all the constraints that many "feds" express concerning

the feasibility of accessing their agencies.

Even the demonstration monies, the discretionary funds that they have

and that we have, we see as intended to make it easier to pry those things

open, rather than to say to the ~ducation Department or the Title XX Agency:

lIyou won't have to do this because we will meet the needs without your few

little pennies." These are funds to set up a service that Title XX should

be but is not providing to our group and to say to the Title XX administra

tor: "Look, bud, you didn't think it could happen, but there it is. Now it's

your business to take this over; welve demonstrated its reliability, its

*Statement made to the Steering Committee of the National Task Force
on the Definition of Developmental Disabilities, July R. 1977.
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validity to you. Now, you do it. And we'll put our money into another

service and start convincing somebody else. II

,

So we are doing everything that we can with our limited resources to

convince the states that the percentage should be turned around and that more

money should to into planning and administration and less into the services

than most of them are presently doing. Rewards come from granting these

projects, and it is very difficult to take those M&Ms away from the Councils

and provide anything that is equally motivating to them, but we're doing

what we can and some states are doing very well.

So, I just want to emphasize that so far as we see it, it would

be counterproductive to think in terms of limiting the services or the

definition in terms of the money that is going to come through this Act down

to the local service level. That would be a terrible disservice to our

populationl
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5.0 ABSTRACTS OF KEY BACKGROUND PAPERS

A series of background papers were prepared by staff for use by the

Task Force during the study. These papers were generally intended to pro

vide members with an overvierN of the current state of the art with respect

to a certain topic, or to provide members with a think piece on topics of

concern to them. In general, an effort was made to provide a balanced per

spective on the issues considered. The papers were also intended to be

relatively highly focused and reasonably brief, and therefore were not com

prehensive or in-depth reviews of a subject. They did, however, provide

a considerable amount of information which the members of the Task Force

reviewed and used in their deliberations.

Abstracts of some of the key papers are included here. These abstracts

are intended to summarize the basic purpose of the paper, the topics covered,

and the main conclusions. Full versions of these and other related background

materials are available in the Volume II of the Final Report of the

Special Study.

The topics covered are:

5.1 History and Background of the Developmentally Disabled
Assistance and Bill of Rights Act (P.L. 94-103),

5.2 Analysis of Federal L;ws and Compilation of Definitions
Pertaining to the Handicapped and the Disabled in Federal
Statutes and Regulations;

5.3 An Overview of the Implementation of the Developmental
Disabilities Program1

5.4 A Framework for the Basis for a Definition of Developmental
Disabilities: Some Options;

5.5 The Demographics of Developmental Disabilities;

5.6 Brief Descriptions of Specific Impairments,

5.7 An Analysis of a Functional Approach to the Definition of
Developmental Disabilities;

5.8 Age of Onset: Some Issuesi

5.9 Alternative Approaches to a Definition of Developmental
Disabilities: Potential Impacts on the State Developmental
Disabilities Program;
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5.10 Some Federal Implications of Changes in the Definition of
Developmental Disabilities,

5.H Implications of the Definition of Developmental Disabilities
for Non-Federal Users Outside the DD PrograJll.
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5.1 Histo and Back round of the Developmentally Disabled
Assistance and Bill of Rights Act (P.L. 94- 03

Donald Freedman

The purpose of this paper was to discuss the legislative context of

the Developmental Disabilities Program and the definition of developmental

disabilities. Specifically, this paper examined:

• Different types of federal programs for disabled individuals
and definitions of the persons served by these programs;

• The historical and legislative context from which the
Developmental Disabilities Program developed,

• The purposes of the Developmentally Disabled Assistance and Bill
of Rights Act (P.L. 94-103);

• The current definition of developmental disabilities.

Tne conclusions drawn in the paper were:

1. The nature of the definitions of disability varies with the type

of program involved. Definitions for programs which provide individual

income supports tend to be the most narrow and rigid. Definitions tend

progressively to be broader among programs of the following types: individual

remedial programs, such as those under the Rehabilitation Act; individual

insurance programs, such as Social Security Disability Insurance Benefits,

Medicare, and workers' compensation; grant-in-aid programs; planning and

advocacy programs; and federal standards requirements for facilities and

programs.

2. The nature of definitions of disability varies also with whether

the program is basically oriented to establishing an individual entitlement

to some service or benefit, or to acting upon a particular problem. Por

example, the nature of the~ of the disability is likely to be a critical

concern to a problem-oriented program such as the National Institute for

Neurological Disorders and Stroke, but is completely irrelevant to a determin

ation of eligibility for Supplemental Security Income. ~or SSI, only the

individual's current capacity (or incapacity) to work matters.

3. Looking at the legislative history of disability legislation at

the federal and state level, two general trends can be ~ 'ientified:
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• Legislation tends now to focus less on named specific impairments
or conditions, and more on very broad and nonexclusive categories
of impairments such as "physical or mental."

• The focus of legislation has shifted from the impairment under
lying the disability to the functional limitations or special
service needs which the impairment creates for the individual.

4. Historically, the current DD Program is an outgrowth of both

recent specific federal legislation and a century of state and federal leg

islative activity in the field of disabilities generally and in the areas of

vocational rehabilitation, special education, medical and social services,

and income maintenance. A review of this history shows that ill essence, the

DO Program is not intended as "another direct service program II for disabled

personsl but rather as a management tool operating at both the federal and

state levels to make existing programs for disabled persons,and people in

general,. tmre responsive to the general and special needs of one particular

group of disabled persons who are the most in need of services from a number

of diverse sources and who are the least capable of obtaining these services

for themselves. As a management tool, the program is intended to fill gaps

in services, remedy existing inefficiencies and waste,and establish better

cOIlllllunication and relations between independent state and federal agencies.

The main mechanisms used are comprehensive state planning and grants to

expand existing programs, or establish new programs for model service or

training programs. The most recent amendments to the Act in 1975 add new

dimensions of individual statewide advocacy systems and standards for programs

and facilities receiving assistance. The major goal of establishing a

mechanism particularly at the state level for managing services and service

systems for persons severely disabled early in life remains pivotal.
/
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5.2 Analysis of Federal Laws and Compilation of Definitions
Pertain5.ng to the Handicapped and the Disabled

in Federal Statutes and Regulations

Donald Freedman

This paper compiled and reviewed legal definitions of handicapped and

disabled persons used by major federal programs in the areas of rehabilita

tion, social security (including Medicaid and Supplemental Security Income),

education, transportation, housing, public contracts, and non-discrimination.

The paper provided info:r:mation to facilitate arriving at the appropriate

basis for the definition of developmental disabilities in two ways: (1) by

listing some programs with which the DO Program might work and with which it

might therefore be appropriate to have compatible de.finitions, and on the

other hand, (2) by listing the target populations for other major federal

programs which serve disabled persons not covered under the definition of

developmental disabilities.

The analysis of Federal definitions of disability is attached.
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5.3 An Overview of the Implementation of
the Developmental Disabilities Program

Paula Hammer

The purpose of this paper was to inform the Task Force about the

implementation of the DO Program at the state level.

In 1970 Congress recognized the wide range of human service needs of

the developmentally disabled citizen and the complexity of agencies, both

private and public, responsible for providing those services. The devel

opmental disabilities (DO) legislation marks a new phase in the federal

government's efforts to provide a better system of services to developmen

tally diSabled persons. Shifting to the states' broad responsibility for

planning and implementing a comprehensive program of services, the federal

state DO Program is characterized by broad federal goal statements and

minimal specific federal program mandates. Thus, considerable discretion is left

to the states to allocate federal formula funds, establish program objectives

and priorities, and select implementation strategies.

The DO program is, in effect, a type of block grant allowing states

considerable flexibility in the use of funds. The legislation and federal

regulations set minimum levels of compliance. Beyond these levels of minimum

compliance, the DO Act and regulations by their lack of specificity,encour

age flexibility and creative initiation on the part of each state and DO

Council to work out patterns of organization and activity which are effective

in their unique situation.

• Federal cash allocations are available to participating states
on a formula basis (Federal Formula Grant to States). To qualify
states must establish a State Planning Council, provide Council
staff, designate a state agency to administer the funds, and sub
mit a state plan document to HEW.

• The DO Council is the heart of the developmental disabilities
concept. The composition of the Council is defined by federal
statute to include representation of eac~ principal state agency,
of local agencies and non-governmental organizations and groups
concerned with services for persons with dev010pmental disabilities,
and 0 f consumers.

• State DO Councils are not agencies of state government, but have
an independent integrity that supercedes the services and generic
agencies of state government. This allows .~ate Councils to
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exercise an overview of the quality of life of developmentally
disabled citizens throughout the state. This overview is essen
tial to the major Council functions and activities in planning
and advocacy.

• Most DD Council staff are state civil service employees admin
istratively housed in some state executive agency, and responsible
to a superior in that agency's managerial hierarchy.

• The DD Act and regulations require that a state agency be des
ignated to administer or supervise the administration of the
State DD Plan and monies which flow to the state under the
DO Act.

• The federal government offers the state an amount of money pro
vided the state meets specified requirements. The state plan
has four major sections: description of the "quality, extent
and scope" of services provided; goals, objectives, and prior
ities; a plan for deinstitutionalization; the design for imple
mentation..

• One strategy Councils have used to address the goal of increasing
services to the DD population is the allocation of DD fOrlllula
funds to pay for service projects.

• Some Councils have turned to the reSource accessing approach. This
model has its ideological roots in the concepts of normalization
and individual entitlement to generic services. Council activities
focus on analysis of existing funding resources and influencing
other federal-state programs to serve the disabled.
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5.4 A Framework for the Basis for a
Definition of Developmental Disabilities: Some Options

Elinor Gollay

In the mandate to the Task Force on the Definition of Developmental

Disabilities Congress asked that there be a determination of the "appro-

priate basis" for the defiJlition and whether the current definition meets

the criteria established for appropriateness. In effect, the Task Force

had to address itself more intensely to the issue of the criteria for the

definition than to the details of the definition itself. This paper presented a

possible framework within which to regard the possible "bases" for a defini

tion. Each aspect of the basis for a definition was presented, along with some

thoughts about the advantages and disadvantages built into each type of

cafinitiona

A framework was developed which suggested that the "appropriate

basis" for the definition would have two components: approaches and quali

fiers. Both components would need to be specified once selected as part of

the definition:

a) Approaches

Six major possible "approaches" to the definition were identified:

(1) etiological or based upon the cause or pathology of a disability, (2)

impairment or based upon the physical, emotional, or mental manifestation

or location of a disability, (3) functional or based upon the limitations

in a disabled individual's ability to perform certain tasks; (4) individual

service need or based upon the requirement an individual has for a particular

service such as planning; and (6) a combination of two or more of the above

approaches.

b) Qualifiers

The second general aspect of the definition of developmental dis

abilities which we identified was that of ~ualifiers. The3e are aspects

of the disability, or other aspects of the potenti~l target population not

directly related to the disability, which further narrow the population of

concern. We identified four major disability-related qualifiers and
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and a number of possible non-disability related qualifiers which the Task

Force could consider as it arrived at a definition. The four disability

related qualifiers were:

1. Age of onset. This qualifier addresses the concept that the
target popUlation ought to be defined by the age at which a
disability either originates or is manifest.

2. Severity or substantiality. This qualifier addresses the con
cept of the extent or intensity of the particular disabilities.
This would be the severity of the impairment, the functional
limitation, and/or the service need.

3. Prognosis. This qualifier refers to the predicted outcome of
a service for a person with a disability: that is, will the
person "benefit" from a particular service; is the disability
eventually l1 curable" or "improvable .. "

4. Chronicity. This qualifier refers to the duration or natural
course of the disability: is it expected to last a long or short
time? It is clearly related to but separable from the prog
nosis qualifier.

Included as some non-disability related qualifiers might be the age

of the population and the income level of the individual or his/her family.

The qualifiers, in general, can be seen to apply across the board to all the

approaches. Thus, severity can apply to the impairment, the functional level,

and to the need for services (though probably not to etiology). Similarly,

the age of onset can apply to all approaches by determining when the dis

ability had its origin or etiology, when the impairment became manifest,

when the functional limitation became a problem, etc.

c) Advantages and Disadvantages

There are advantages and disadvantages with each of the possible

approaches and qualifiers, and with their specifications. Some of these

advantages and disadvantages seem inherent in any classification scheme.

On the positive side, any definition regardless of approach or qualifier

can be useful for certain purposes. It can facilitate the identification of

the subset of individuals who are intended as the beneficiaries of the program

in question. All the approaches and qualifiers are, in fact, descriptive

of real and important aspects of the target population and, hence, could

serve to facilitate the tasks facing the various potential users of the

definition.
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on the negative side, any definition is going to be arbitrary, parti

cularly at its borders. Even using etiological definitions does not guar

antee certainty in terms of inclusion or exclusion of particular individuals

from the target populations because diagnosis is not a refined enough art.

Problems arise with the specifications used both for qualifiers and for

approaches: invariably the definition requires drawing a line and invariably

there will be difficulty with that line at the edges -- why include someone

who becomes disabled one day before turning eighteen but not one day after

eighteen, etc. To varying degrees, measurement is a problem with all

approaches.

All these approaches are "correct" in that they can be used to

describe accurately the same person or group of persons--but the information

conveyed through the terms will be different.

A brief discussion of the advantages and disadvantages of each

approach follows.

1. Etiological approach. In this approach specific causes of

conditions are identified.

Potential Advantages

• Relatively well established taxonomies of etiologies exist.

• The termino1oqy is familiar to certain practitioners in the field,
particularly physicians.

• Certain types of data are already collected according to
etiology.

• In many instances the etiology can be readily determined.

• Knowledge of etiology can help predict the lifelong course of
the disability and probable needs.

Potential Disadvantages

• Etiology is primarily a medical condition and is not generally
relevant to non-medical practitioners.

• Etiologies are rarely directly related to the 2rescription of
particular services other than certain preventive services, and
hence are not very useful for planning.

• In many instances the precise reason for or ~ause of an impairment
or disability cannot be determined.
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• The close link between etiological categories and medicine
frequently conjures up strong connotations of disability
as primarily a medical problem when in reality the manifes
tations of a disability are largely non-medical in nature.

• The set of etiologies is potentially almost infinite.

• The same etiology can result in widely divergent impairments,
functional limitations or service needs.

• Diagnosis is, in fact, not that highly developed, and in many
instances the search for the etiology has led to misdiagnosis,
mislabeling, and unreliable prognosis.

2. Impairment approach. In this approach the symptoms or physical,

mental, or emotional manifestations or states are described.

Potential Advanta~

• Impairments are more descriptive of problems presented to the
individual and society than etiologies.

• Fairly well-established taxonomies of impairment have been
developed and could be developed fairly readily.

• Impairments are familiar to many users: some of the more conunon
ones are mental impairment or retardation, visual impairment and
hearing impairment.

• Impairments are fairly well understood and understandable
because they have a concrete manifestation.

• A lot of data is collected using major impairment categories.

Potential Disadvantages

• Impairments do not necessarily aid in predicting what interven
tions or services a person will need.

• Impairment categories differentiate individuals according to
characteristics which do not necessarily help in determining
need but which can have negative or stigmatiZing connotations,
such as "mentally impaired. II

• Impairment is regarded by some people as a negative concept
since it only addresses a limitation and not an ability.

3. Functional approach. In this approach the behavioral manifesta-

tion of the impairment is described. A functional limitation is a reduced

ability, on the part of an individual, to perform a particular task or tasks.

58



Potential Advantages

• The trend in many federal programs and federal definitions is
towards a functional definition of disability.

• Functional definitions are closely related to needs for service
or intervention and hence are potentially very helpful for
planners.

• Functional definitions are not based upon a medical model and
hence are more favorably viewed by many service providers and
planners.

• Functional definitions can be used to differentiate areas of
ability as well as areas of inability in an individual rather
than providing an across-the-board label.

• Functional definitions relate directly to a variety of readily
understood behaviors rather than on more obscure medical or
technical terminology or concepts.

• It is possible to develop fine instruments for measuring functional
level in many aspects of behavior.

Potential Disadvantages

• There are no well accepted taxonomies of functional disabilities.

• It is extremely difficult to develop a meaningful taxonomy which
is both exhaustive and mutually exclusive.

• The actual operationalization of a functional definition can
be extremely difficult and require extremely tedious work if it
is to be useful to a clinician.

• Only spotty data exist on functional categories and because of the
lack of uniformity in these categories the data that exist are
not compatible.

• It is difficult to establish absolute criteria for functional
levels independent of the environment in which the individual
lives.

• Despite the trend towards more functional approaches, few pure
functional definitions are being used.

4. Service need approach. In this approach a person is defined in

terms of a specific service or set of services which are .leeded or in terms

of his/her ability to use existing services or fil1. existing roles.
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Potential Advantages

• using a service need or inability to perform a particular role
in society as the basis for the definition would point directly
to needed services and hence would facilitate planning.

• Because the service need is relative to the environment it is
potentially less stigmatizing and negative about the individual,
but places more responsibility on the society.

• Use of a service need definition is potentially the most
equitable definition from the perspective of helping to ensure
that anyone requiring a particular service or intervention
receives it.

• As a person no longer required a service he/she could potentially
be rid of his/her "disability" label or status.

Potential Disadvantages

• Because it is so relative, it would be extremely difficult to
establish uniform standards.

• The state of the art in terms of assessing individual needs
is unevenly developed: in some service areas there is a great
deal of sophistication and in others the measurements are quite
primitive.

• By defining a disability in terms of a required service it is
quite possible that there would be an overestimation of the
disabled population because of individuals requiring similar ser
vices not available to "non-disabled" populations.

• Concepts of needed services chanqe over time and to tie a defini
tion solely to a particular type of service could be too rigid
as intervention strategies improve.

S. Class service need. In this approach a person is considered

developmentally disabled if he/she falls within a group which as a whole needs

a particular type of service.

Potential Advanta~

• Reduced dependency on individual diagnosis, since the primary
focus is on a group of individuals taken as a unit.

• Less chance that rigid criteria of eligibility would be
applied in the planning and development of services, since the
target population would be broadly defined.
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Potential Disadvantages

• Group service needs are difficult for many people to conceptual
ize.

• Because of the lack of precise criteria it would be difficult to
estimate population size for planning purposes or to determine
the precise characteristics of the included population.

• A group service need concept may be too abstract to be helpful
since to say. for eXaIIlPle. that developmentally disabled persons
are persons in need of deinstitutionalization services does not
describe in fine enough detail what people in fact need.

6. combination. A mix of the above approaches can be used, as is

the case with the current definition.
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5.5 The pempgraphics of Developmental Disabilities

Thomas Cerva

The purpose of this paper was to present information about the num

ber of people in the united States population who might be considered devel

opmentally disabled and to provide a basis for discussion within the Task

Force.

One main focus of this paper is on the relationship between defini

tional and demographic issues: without clear definitions there can be no

clear counts. This paper has two parts: summaries of the best available

information on prevalence of developmental disabilities as currently defined,

and brief discussions of some of the reasons why this information is not very

reliable.

The relatively poor quality of the infozmation available on the

numbers of persons with developmental disabilities creates problems when

attempting to understand the scope of the impact of the Developmental Dis

abilities Program. The difference between the incidence and prevalence of

a disability, overlaps and duplicative counts, problems of restricted or

small samples, and difficulties of projecting overall rates from incomplete

or age-specific information are discussed as contributing to the poor qual

ity of the data.

This paper does not claim to be either an in-depth analysis of demo

graphic issues or a presentation of new information on incidence or preval

ence. Rather,it is intended to provide reasonable ranges for the size of

the developmentally disabled population as currently defined, based upon

currently available infozmation.

Because of the importance of arriVing at clear estimates of how many

people would be included under any particular definition of developmentally

disabled which might be generated, some of the reasons that prevalence

rates are often only given as estimates or given in the form of ranges are:

• There are many difficulties in diagnosing the existence of
specific disability or condition in an individual.

• Studies may use different definitions even for the seemingly
more reliably diagnosed conditions. Definitions can change not
only across studies but across time. This can lead to great
variation in prevalence studies.
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• While some studies provide a breakdown of prevalence rates by
age, very few attempt to divide a total group by age of onset
(either origination or manifestation)~

• Little agreement exists on the definition of a severe disability.

• Few studies even attempt to count the number of people with
severe disabilities, however defined.

• Because of overlaps and multiple handicaps the estimate of the
total target population is not the sum of the estimates for the
separ~te disabilities.

• The problem of duplicate counts can also occur when a prevalence
rate is obtained by adding together counts from various sources
which use different approaches.

• Another sampling problem arises in studies using small samples.
The size of sampling error is inversely proportional to the size
of the square root of the sample size.

• A time-invariant attitude towards prevalence rates does not take
into account historical shifts both in the diagnosis of a specific
disability or its actual rate in the population. For example,
researChers have only recently arrived at an estimate for the
prevalence rate of autism. In the past most of these children
were given the label of mentally ill or mentally retarded.
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5.6 Brief Descriptions of Specific Impairments

Suzanne Simenson

The purpose of this paper was to give Task Force members information

about the four impairments considered developmental dlsabilities as currently

defined as well as information about fifteen other specific impairments

which were suggested for possible inclusion within the definition. First,

the main aspects of those impairments in the current definition were high

lighted: autism, cerebral palsy, epilepsy and mental retardation. This

was followed by descriptions of other conditions: childhood psychosis,

congenital malformation, cystic fibrosis, deafness (early onset) I deaf-blind,

Huntington's disease, learning diSabilities, min~ brain dysfunction, mus

cular dystrophy, narcolepsy, osteogenesis imperfecta, severe visual impair

ment, spina bifida, Tourette's syndrome, and tumerous sclerosis.

Throughout the course of the study advocates for people with these

various psychological, mental, physiological, and behavioral conditions

brought the existence of these impairments to the attention of the Task

Force ..

For each condition key features were outlined which provided a basis

for discussion of the many elements considered by the Task Force:

• A definition of the impairment;

• A description of the symptoms,

• An indication of service neens;

• Age of onset, both origination of manifestation;

• Prevalence rates ..

This paper was not intended to be an exhaustive compendium of con

ditions, nor the result of a comprehensive, definitive search of the liter

ature. Rather, it included any specific condition which had been mentioned

for possible inclusion with developmental disabilities.
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5.7 An Analysis of a Functional Approach to the
Definition of Developmental Disabilities

Ruth Freedman

There was a great deal of discussion at the Task Force meetings about

the advantages and disadvantages of using functional limitations as the primary

basis for the definition of developmental disabilities. Three main options

were considered by the Task Force:

• Purely functional definitions with no condition categories
specified;

• Functional definitions with condition categories specified as
examples;

• Categorical definitions including functional limitations as
descriptors of the disabilities.

Because of the attention focused on functional versus categorical

definitions and the relative newness and complexity of a functional approach,

this paper was put together to explore some of the issues inherent in opera

tionalizing a functional approach. It was not intended either as an endorse

ment or an indictment of such an approach.

Key Problems

One of the major problems encountered in using the functional approach

is determining precisely which areas of functioning are central to the con

cept of a developmental disability and which are not. Exemplifying this

problem is the confusion manifest among the types of functional measures used

in existing assessment instruments. Some instruments measure abilities (e. go.,

the ability to feed or dress oneself); some measure physical development

(e. g., motor or sensory development); some measure skills (e. g., homemaking

Or pre-vocational skills); some measure behaviors (e.g., hyperactivity,

aggression); while others measure personality traits (e.g., self-esteem,

initiative, perseverance).. Most existing functional taxonomies use an

assortment of measures, rarely distinguishing among the various measures or

pointing out the areas of overlap.

Another major problem in measuring function~l limitations is the

interrelationship between functional level and environment. A person with

certain functional limitations might be considered "disabled" in One context,
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yet "non-disabled" in another context, depending on the expectations imposed

by the environment on the individual and the ability of the environment to

accommodate to the individual's functional limitations.

Existing Functional Taxonomies

This paper examined a number of commonly and less commonly used

functional assessment tools for the purpose of extracting taxonomies

of functional areas. Most of the tools which have been developed focus on

self-help skills, but a few (such as the Adaptive Behavior Scale) are more

comprehensive and attempt to provide an overall picture of an individual's

ability to function in society.

Most of the tools divide human behavior into a number of areas of

functioning. Within each of these areas of functioning. such as self-help,

there are more specific types of behavior which are listed. In turn, each

type of behavior (such as eating) is broken down into levels of performance.

The review of existing taxonomies indicates that:

• There is little agreement among developers of functional
assessment tools on how to divide human behavior into major
categories or areas of functioning , and within an area of
functioning there is little agreement about the types of
behavior or components of behavior which comprise a major area.

• There is little agreement on the specific components of
behavior which should be used as measures of functional
ability or inability for a particular area or type of behavior.

There are, however, some common themes which can be identified

across the many scales which have been examined:

• Independent functioning/self-help. This generally includes
such things as eating, toilet],ng, dressing and bathing. Some
instruments like the ABS also include appearance, care of
clothing and travel (mobility).

• Language development/communication. Expressive and receptive
language skills can be found ],n this category as well as social
interaction and the ability to use the telephone.

• Vocational activity/occupation. This group includes job complex
ity and work habits in some scales and dexterity (fine motor)
and agility (gross motor) in others.

• Domestic activity. Cleaning, laundry and food preparation are
examples of activities found in this category.
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• Economic activity. Items that are found in this area of function
ing include such things as money handling, budgeting and shopping
skills.

• Self-direction/personal assessment. This area involves respon
sibility, initiative, attention and leisure time.

• Physical development.
this area which can be
body balance, and limb

Sensory and motor development are part of
broken down to include vision, hearing,
function.

• Socialization. This area of functioning refers to cooperation,
social maturity, and appropriate interaction with others, including
awareness of and consideration for others.

• Negative, maladaptive behavior/problem behavior. Inappropriate
behavior such as violent and destructive behav1or, as well as
withdrawing and antisocial behavior are part of this category..

Determining Severity of Functional Limitations

Many functional taxonomies attempt to determine not only the areas

iI. which an individual has functional limitations but also the severity of

those limitations. There have been three basic approaches used to measure

severity based on either: (l) degree of limitations, (2) number of limita

tions, or (3) type of limitation. Most severity scales fall into this first

category.

Relationship Between Functional Areas and Disability Categories

There are no clear-cut lines which relate specific kinds of functional

needs to specific disability categories. The interrelationships between

functional needs and disability categories are quite complex and difficult

to unentangle.
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5.8 A;;e of Onset: Some Issues

Ruth Freedman

• •

The purpose of this paper was to examine the issue of age of

onset of developmental disabilities in terms of two concepts: origination

(the point at which the specific condition actually began or was caused) and

manifestation (the point at which this condition became evident or was

detected). Two overall questions were addressed:

1. What cutoff point, if any, should be used in the definition
of developmental disabilities?

2. If an age cutoff is used should it refer to origination or to
manifestation?

The Task Force's two related decisions are displayed in the following table:

prior to specific age at any point in life

originates

manifests

This paper addresses these options by examining some of the under

lying policy, program and political issues and by presenting, where possible,

existing data on technical issues such as the incidence of disabilities by

age and the prevalence of disabilities originating during childhood but not

manifested until adulthood.

Based on the data of the various studies described in this report,

the following concluding statements were made:

• It is generally held that the age of origination of all child
hood impairments is birth or infancy. Therefore a change in
cutoff from 18 to 21 or to below 18 would have little effect
on the total size of the population included in the definition.

• It is unclear whether a change in the cutoff point from 18 to
21 would make the definition more lIcompatible" with other
legislation since the cutoff points used in other legislation
vary considerably.

• There are a variety of conditions which originate prenatally or
at birth but are not manifested until later in life. No study,
however, has attempted to estimate the size of this population.
If this group is included in the DO definition, it will be diffi
cult to estimate its impact on the size of the DO population.
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• There are many disabilities with origination and manifestation
after age 18. These adulthood disabilities are quite different
from those originating in childhood--particularly with respect
to adults becoming disabled due to injuries in accidents and to
degenerative disorders related to aging.

• Most experts maintain that the service needs of persons disabled
in childhood are frequently quite different from those of persons
disabled in adulthood. Disabilities occurring in early childhood
tend to interfere more with the individual's opportunities for
education, employment, and social relations than disabilities
occurring later in life. Habilitation is the primary emphasis of
services for persons disabled in childhood; rehabilitation is
the focus of services for persons disabled later in life.
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5.9 Alternate Approaches to a Definition of Developmental
Disabjljties; Potential Impacts on the State Developmental

Disabilities Program

carolyn Cherington

The purpose of this paper was to discuss the potential impacts that

new approaches to the definition would have on the Developmental Disabilities

Program at the state level.

Five alternate approaches to defining developmental disabilities were

posited--etiological, impairment, fWlctional, individual service need,. and

class service need. This paper explored the possillie impacts of each approach

on selected aspects of the State Developmental Disabilities Program:

• Individual habilitation planning;

• Protection and advocacy systems;

• Comprehensive planning;

• Strategies for improving the quality and quantity of services;

• The designation of administering agencies;

• The appointment of State Planning COllncil members;

• The advocacy role of State Planning Councils.

While an etiological, impairment, and class service need approach

each had positive implications for one or more of the aspects examined, a

fllnctional and individua<l service need approach appeared to have some posi

tive implications for each aspect of the program. These approaches also

raised concerns with respect to some program aspects.

Table I illustrates the positive and negative impacts that each

approach to defining developmental disabilities would have on selected aspects

of the State Developmental Disabilities Program.

The exploration concludes with the observation that any change in the

definition of the population to be served should be accompanied by a careful

appraisal of the administrative requirements and expected outcomes of the

State formula grant program.
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TABLE I '

SUMMARY, POTENTIAL IMPACTS ON THE DEVELOPMENTAL DISABILITIES PROGRAM AT THE STATE LEVEL

KEY FEATURES OF PROGRAM

PRIMARY BENEFITS SECONDARY BENEFITS PROGRAM FUNCTIONS AND
INTENDED FOR THROUGH STATE SERVICE ACTORS AT STATE LEVEL

TARGET POPULATION SYSTEM IMPROVEMENTS

Adm. State State
Compre- Quantity Quality Agency Planning Planning
hensive Improve- Iuprove- Designa- Council Council

Annroach IRP* P&A** Plannina ments menta tion Appointmt. Advocacy

Etiological +- - - - - - - -
+ +

Impairment - - - - + + - -
Functional

+ + + +
+ + - + + - - -

Individual
service + + + + + ++ +Need - - - - - -
Clas,. Service +Need - + - + + + - +

* Individual Habilitatibn Plan
**Protection and Advocacy

,
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5.10 Some Federal Implications of Changes in
the Definition of Developmental Disabilities

Ruth Freedman

This paper integrated information obtained from various sources on

the effect of a change in the definition of developmental disabilities upon

other federal programs and the populations which they serve. The sources

upon which this paper is based include discussions of the first and second

Task Force meetings, papers prepared by staff for the Task Force, a

questionnaire sent by staff to various federal agencies concerned with dis

abled persons and a meeting with federal agency representatives on the impact

of a change in the definition of developmental disabilities.

Three possible inpacts on federal programs were identified if there

were a change in the definition of developmental disabilities:

• A direct impact on agencies which specifically use the term
"developmental disabilities" in their legislation/regulations.

• An indirect impact on agencies in terms of gaining visibility,
political clout, and access to services for those groups
included in the definition.

• No direct impact on an agency's mandate or functioning.

What follows is a SUlllll\ary of the implications of these three

possibilities.

Dj reet Impact on Agencies Specifically Using the Term "Developmental Disabil
ities"

At the federal level, the term "developmental disabilities" is used

in several major pieces of legislation: the National Housing Act; regula

tions for Intermediate Care Facilities for the Mentally Retarded under the

Social Security Act; and regulations for the Early and Periodic Screening,

Diagnosis and Treatment Program of the Medicaid PrograJll. Changes in the

definition of developmental disabilities could lead to changes in the size

and/or characteristics of the current developmentally disabled population.

These changes in the population would, in turn, affect the number and char

acteristics of persons eligible under other legislative programs described

above and, possibly, the nature of the services provided by these programs.
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Whatever changes are made to the current definition of developmental

disabilities, legislation and regulations using the term "developmental

disabilities" will have to be reviewed in order to determine their compati

bility with the newly defined population groups. If it is determined that

the new definition is ~ compatible with the purposes or scope of these

other legislative programs, then these programs will either have to adapt

their functions to meet the needs of the new groups or the term "developmental

disabilities" will have to be deleted from these statutes and regulations.

Indirect Impacts on Visibility and Access

Federal representatives felt strongly that the definition of devel

opmental disabilities has an indirect impact on a broad range of agencies

concerned with the handicapped--in terms of gaining visibility, political

clout, and access to services for those groups included in the definition.

It was felt that a broadening of the developmental disabilities definition

:night increase the visibility of this group and the attention afforded to

them in various state plans.

No Impacts on Agencies/Progtams

A change in the definition of developmental disabilities would yield

no impact on a variety of federal programs concerned with the handicapped.

These programs are generally entitlement-based, providing specific services

or benefits to individuals meetiag specific eligibility criteria. A change

in the definition of developmental disabilities would not affect these

programs because their eligibility criteria are not related to the develop

mental disabilities criteria.
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s.u Implications of the Definition of
Developmental Disabilities for Non-Federal Users

Outside the DD Program

Ruth Freedman

A change in the definition of developmental disabilities does have

implications at the state and local levels as well. The purpose of this

paper was to discuss the implications of changes in the definition for non

federal users outside the OD Program. In some states, the tenn "developmental

disabilities" is currently used in guardianship, commitment, and voting laws.

Changing the definition of developmental disabilities implies potential changes

in these laws. The state legislation and regulations using the term develop

mental disabilities would need to be reviewed, similar to their federal counter

parts, to determine the appropriateness and compatibility with the newly

defined population of developmentally disabled persons.

In some states, the Mental Retardation Agency or Authority has

changed its title to a "Developmental Disabilities" agency. These state

developmental disabilities agencies will have to dete:rmine whether the new

definition is compatible with their present roles. If it is determined that

the definition is incompatible, then a decision will have to be made con

cerning whether the agency should adapt its roles to fit the new definition

or should cease serving developmentally disabled persons.

other users of the term "developmental disabilities," such as phy

sicians, educators, advocacy groups, and standards-setting agencies would

also have to evaluate the appropriateness of the new definition to their

roles. Changes in the definition might imply changes in the goals, standards,

and organization of these 9roups~

Another critical area to evaluate is the effect of new the defini

tion on the persons defined and not defined as developmentally disabled.

There are beth positive and negative consequences of being so defined,

classified, or labeled.

It is, therefore, crucial that the Task Force give consideration to

what will happen to those individuals included and those implicitly excluded

from coverage as a result of the criteria established for the definition of

developmental disabilities.
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DEFINITIONS OF TERMS USED IN THIS REPORT

Approaches to the Definition the incorpor:ti)n of various

criteria which may be used singly or in combinatior;, tJ :letermine the

appropriate basis for the definition of developmenr.aJ. "isabilities.

Etiological -- based upon the cause or pathology of a disability.

In this approach, specific causes of conditions are identified, such as

genetic anomalies, various accidents or diseases occuring prior to birth

or after birth.

Impairment -- based upon the physical, emotional, or mental

manifestation or location of a disability. In this approach, the symptoms

or physical, mental or emotional manifestations or states are described.

Some of the common impairments incLude vi5~al, hearing, mental, physical,

and motor impairments.

Functional -- based upon the limitations in a person's ability to

rerfor~l certain tasks. In this approach, the behavioral manifestation of the

impai~~ent is described. Some of the specific domains of behavior commonly

used as measures of functional ability or inability include: independent

functioning/self help; language develo~ment/communication;vocational

activity/occupation; domestic activity; economic activity; self-direction;

physical development, socialization, and problem behaviors. The use of the

tenn "functional limitation" in this study closely parallels the term

"disability" as defined by Saad Nagi:

"disability can be defined as a form of inability or
limitation in performing roles and tasks expected of
an individual within a social environment. These
tasks and roles are organized in spheres of life
acitvities involved in self-care, education, family
relations, other interpersonal relations, recr'-.- -;,tion ,
economic life, or employment and vocational concerns."
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prognosis -- the ability of the individual to benefit from

interventions. This qualifier refers to the predicted outcome of a

service for a person with a disability~ that is, will the person

"benefit" from a particular service; is the disability "curable" or

II improvable. fI

Chronicity -- expected duration or life course of the disability:

is it expected to last a long or short time?

Severity -- the substantiality or intensity of the particular

disabilities, usually measured according to: 1) the extent or degree

of the limitations, (ranging fram most dependent to independent or

most limited to least limited); 2) the number of limitations; or 3) the

type of limitations or specific areas in which a person is limited.

Purposes of the DO Program -- some of the major goals and activities

of the DO Program as specified in legislation and regulations and as

perceived by Task Force members and staff at the Task Force meeting.

These purposes were presented at the Seattle Task Force meeting in order

to examine their implication for a definition of developmental disabilities.

comprehensive Planning -- defining and describing the target

population, defining target population service needs; identifying/

describing a service delivery network for the population; identifying

gaps in the delivery network; setting priorities for action and

financial allocation.

Service Delivery provision of Individual Habilitation

Plans (as specified in Section 112 of the DO Act) and protection and

advocacy services (Section 113).

Systems Advocacy -- addressing interagency gaps in se~ice;

seeding/supplementing other agencies' efforts; reforming laws and

administrative regulations; developing quality assurance standards.
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Service Need based upon the requirement an individual has for

a particular service or environmental modification. In this approach,

a person is defined in terms of a specific service or set of services

which are needed or in terms of his/her ability to use existing services

or fill existing roles. This concept is sometimes referred to as "dis

abled" or "handicapped" because it has a strong social context.

A person is defined in terms of a particular role in society, expectations

for performance, or environmental factors rather than strictly in terms of

inherent Characteristics. Some of the service needs which might be

mentioned include special protective and advocacy services, transportation,

job training, etc. This approach may be baSed upon indiwidual service need

the requirement an individual has for a particular service or

environmental modification --- or class service need --- the need of an

entire group of individuals for broad policy or program thrusts,

such as planning, protection and advocacy, or deinstitutionalization.

Qualifiers -- aspects of the disability, or other aspects of the

potential target population not directly related to the disability, which

further narrow the population af concern.

Age of Onset -- encompasses two separate concepts: l)age of origination

the point at which the specific condition actually began or was caused; and,

2) age of manifestion -- the point at which this condition became evident.

In many cases a condition originates at birth but is not manifest until

later in childhood or even in adulthood. Often, a condition may only be

manifest when it has resulted in a limitation in functioning or in a disability.

Because the term "age of onset" has been used in various ways in previous

literature (sometimes synonomously with the term "origination" and sometimE's

with "manifestation"), in this study we prefer to use the actual terms

"manifestation" and "origination," rather than the more nebulous term

"age of onset."

77




